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What is Administrative Data?

▪ Information collected by programs or services when people use 
them. This is sometimes called program data.

▪ It is NOT collected for research, but it can give good information

▪What are we learning from administrative data about the health 
of people with IDD?



Panelists

▪ Jeffrey Galecki, Centers for Medicare and Medicaid (CMS)

▪Chip Haltermann, Office of Assistant Secretary for Planning 

and Evaluation (ASPE)

▪Rhonda Eppelsheimer, Oregon Health Sciences UCEDD

▪Eric Rubenstein, Boston University

▪ Leanne Candura, Human Services Research Institute (HSRI)

▪Question and Answer
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Mission of Centers for Medicare & Medicaid 
Services

To serve as a trusted partner and steward, dedicated to 

advancing health equity, 

expanding coverage, and 

improving health outcomes for millions of Americans.
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Three Pillars of Coverage

Medicare Medicaid & CHIP Health Insurance 
Marketplace

Health insurance for 
seniors aged 65+ and 
younger individuals 
with specific 
disabilities.

Joint federal-state 
programs for low-
income families, 
individuals, and 
children.

Platform created by 
the Affordable Care 
Act for purchasing 
individual health 
plans.
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A data system that captures information on all 
Medicaid and CHIP enrollees, the services they use, 
and the providers and managed care plans that serve 
them.

Transformed Medicaid Statistical Information 
System (T-MSIS)
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Each state information system is unique

State Enrollment and 
Eligibility Systems

State Medicaid Management 
Information System

State Data Warehouse

D
A

TA
 IN

P
U

TS A state 
transforms 
its data into
the T-MSIS 

format

Most states contract with a vendor to pull data from 
their systems and get it into the T-MSIS format
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What is TAF? Enhanced version of T-MSIS data tailored 
to research needs of Medicaid and CHIP 
data users with data covering: 

• Beneficiary demographics 

• Eligibility

• Program enrollment

• Managed care 

• Providers

• Service use 

• Payments

TAF data are easier to use for 
research purposes than T-MSIS 
data. 
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TAF’s purpose?
CMS created the TAF to support 
analysis, research, and data-driven 
decisions on key dimensions of 
Medicaid and CHIP: 

● Expenditures

● Enrollment patterns

● Program evaluation

● Policy assessment

● Health care quality

● Provider participation

Analyzing T-MSIS 
data can be a 
challenge

• Files are large 
and complex

• Updated every 
month 

7 / 14



Making the data easier to use

T-MSIS 

TAF 
(aka 

interim 
TAF)

Many relational 
segments

Streamlined for 
analytic use

Version made available 
to broader research 

community

RIF
Researchable 
Identifiable 

File 

Easier to use and better functionality
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Behavioral Health (BH) Data Book:

• Data is used to build the Behavioral Health (BH) Dashboard

• Congressionally mandated

• Uses Transformed Medicaid Statistical Information System (T-MSIS) 
Analytic Files (TAF) data to analyze and develop counts 

• Currently, BH Data Books are published on the Medicaid.gov TAF site.
• SUD Data Books from 2017-2021 are also published on the site
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Diagnostic categories are consistent with those in the 
Diagnostic and Statistical Manual of Mental Disorders, 5th 
Edition, Text Revision (DSM-V-TR; American Psychiatric 
Association [APA] 2022).

BH Data Book Comprises:
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Behavioral Health (BH) Data Book Dashboard
• According to the Section 202 of the Consolidated Appropriations Act, 2024 (P. L. 118-42), 

the U.S. Department of Health and Human Services is required to publish a revised 
version that allows for a research-ready and publicly accessible interface no later than 
three years after the enactment of the law (by 3/9/27).

• CMS has procured business intelligence software (Power BI) to develop a public-facing 
interactive dashboard to meet the legislative requirement. 
• This dashboard will replace the static Behavioral Health Data Book.

• The Behavioral Health (BH) Dashboard provides interactive visualizations of 
behavioral health

• The 2022 BH Data Book data is used for this first test iteration of the dashboard
• 2024 BH Data Book data will be available in the first public iteration of the dashboard (by 3/9/27)
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Example: Bar Graph View, Enrollee 
Demographics

12 / 14



Example: Map View, Service Delivery
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Thank You!

Contact information:  
jeffrey.galecki@cms.hhs.gov
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ASPE helps HHS use research and data to guide policy and improve 
programs

A 2021 ASPE report identified broad opportunities to improve data used in I/DD 
research. A 2022 follow-up highlighted three priorities:

1. Record I/DD status 
consistently

Use common standards 
in health records.

2. Measure what 
matters over time

Improve how 
important outcomes 
are measured and track 
changes over time.

3. Link Medicaid data 
with other data

Connect federal 
Medicaid data (T-MSIS) 
with other federal data 
sources.

Read 2021 report →

Read 2021 report →
Read 2022 report →

Read 2022 report →
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Two ASPE projects move this work forward

One project studied who is counted. The other links data to study outcomes.

How studies identify people with 
I/DD in data→

Studies use different codes and 
rules to decide who is counted as 
having I/DD.

Why it matters: Gives researchers a 
clearer path for identifying people 
with I/DD in health care data.

Integrated Dataset on Intellectual 
and Developmental Disabilities 

(iDIDD)

Links state data on support needs, 
services, Medicaid spending, and 
life outcomes for people with I/DD.

Why it matters: Helps researchers 
study how needs, services, 
spending, and life outcomes are 
related.
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Linking data gives a fuller picture

Support needs What help a person needs

Services and
spending

What Medicaid-funded 
services a person used and 
what Medicaid paid

Life outcomes
Health, choice, work,
relationships, rights, and 
community life

A fuller
picture
of how 
needs, 

services, and 
life outcomes 
fit together

Person-centered outcomes are the parts 
of life that matter to the person. 

Link data: connect information from 
different places for the same person.
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Integrated Dataset on Intellectual and Developmental Disabilities
(iDIDD) links three data sources

National Core 
Indicators-IDD In-

Person Survey 
(NCI-IDD IPS)

What people say about 
their lives

Supports Intensity 
Scale
(SIS)

What support a person 
needs

State Medicaid 
program data

What services Medicaid 
paid for

iDIDD linked research file

Data sources and years differ by state. The project uses personally identifiable 
information to match records, then removes it from the final research file.
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iDIDD has four state partners

State
NCI-IDD IPS 

Years
Medicaid Data 

Years
SIS Years

People with 
linked records

Georgia (GA) 2017-2020 2016-2022 2015-2025 About 1,600

Kentucky (KY) 2017-2022 2016-2022 2016-2024 About 1,900

Pennsylvania (PA) 2017-2021 2016-2023 2017-2021 About 2,800

California (CA) Not yet final Not yet final Not included Not yet final

Years of data and counts of people are preliminary and may change. 
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Linked data can help answer questions no single source can

How do the types and 
amounts of services 

differ by support 
needs?

What personal factors 
and support needs are 

linked to better life 
outcomes?

How are Medicaid 
services and spending 

related to life 
outcomes?

How do health 
conditions relate to 
services, spending, 

and outcomes?

Better 
information
for people, 

families,
providers,
states, and 
researchers
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iDIDD can guide future data work

1. Build trust and 
choose a lead

Agree on the goal, 
explain how privacy 
will be protected, and 
choose one person to 
keep the work 
moving. 

Helps partners stay 
involved.

2. Start early

Bring in state 
Medicaid, I/DD 
services, legal, 
privacy, and data staff.
Plan extra time for 
approvals.

Helps reduce delays.

3. Plan for state 
differences

Use a shared file 
format and clearly 
document how each 
state’s data differ.

Helps others repeat 
the work.
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Closing the Gap 

What Medicaid Data Can Tell Us About the 
Health of Adults with Intellectual and 
Developmental Disabilities (I/DD)
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Important Information

Presenter 

No financial benefit from this presentation. 

Project Funding

• Administration for Community Living (ACL), #90UCPH0061-
01-01 

• Oregon Council on Developmental Disabilities, #178396 (ACL 
funds)
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What We Will Talk About Today

• Why states need better data about the health of people 

with I/DD.

• Share how people with I/DD can be partners in data 
projects.

• Learn ways to share data with the community using 
easy-to-understand reports and a data dashboard.
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• Helps state leaders and public health programs better 
understand and respond to people’s needs. 

• Helps states make better policy and program decisions. 

• Helps us understand people’s health, healthcare, and 
barriers to care. 

• Working with people with I/DD helps make sure the data 
reflects their experiences and what matters to them.

Why Better State Data Matters
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1) Analyzed Medicaid Health Data

2) Developed a Report with Recommendations

3) Developed an Interactive Public Data Dashboard

4) Developed Accessible Reports on What We Learned

What Did We Do
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Working Together with Partners

• People with I/DD and community partners 

• Disability advocacy organizations 

• State health and disability partners

• Researchers and data experts

• Healthcare and training partners

6 / 15



What Did We Decide to Study

We looked at six areas of health

• Mental Health Care 

• Substance Use (like alcohol and drug usage) 

• Hospital Stays and Emergency Department Visits

• Diabetes

• Dental Care

• Cancer Screenings
7 / 15



How We Looked at the Data
• Used 2022 Oregon Medicaid data

• Identified adults with and without I/DD

• Created similar groups for comparison

• Looked at differences across groups

• Improved race and ethnicity information

• Used clear rules to protect data quality and privacy
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What This Data Cannot Tell Us

• Some people with I/DD may be missing 

• Only includes Medicaid data from 2022 

• Shows one point in time 

• Some groups were too small to compare
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A Few of the Key Findings

Compared with adults without I/DD, adults with I/DD had:

• More emergency department visits 

• Lower rates of cervical cancer screening 

• More hospital readmissions within 30 days
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What We Learned-What’s Next

• Build the data 

• Look beyond the comparison 

• Ask deeper questions 

• Center lived experience 

• Share, partner, and act
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Thank You
Rhonda Eppelsheimer- UCEDD Director

eppelshe@ohsu.edu

www.ohsu.edu/ucedd 
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Medicaid and Medicare data for 
intellectual disability: better 

than advertised
Eric Rubenstein, PhD, Boston University
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No conflicts
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Data history

• First used state Medicaid data in 2017-2020
• Purchased 9 years of Medicaid data in 2021 (years 2011-2019)
• Purchased 2 more in 2024 (years 2023-2024)
• Use physical data files 
• Linked to Medicare
• Adults with autism, intellectual disability, and Down syndrome 

with randomly selected other Medicaid beneficiaries (N=1.6 
million with IDD, 5 million total)
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What are the big concerns of the data? 

• Data quality and completeness
• State differences
• Enrollment eligibility and complexity

4 / 18



1. Data quality and completeness
• The system was not designed for research so there are 

issues
• Data entry issues 

• Header records without primary procedure code
• Missing claim type code

• Completeness issues
• Some states did not report any data for certain files
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1. Data quality and completeness
There are great resources for understanding the data limitations
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1. Data quality and completeness

7 / 18



1. Data quality and completeness
Why am I not as concerned as other TMSIS researchers?

Consistency (no churn or lack of people enrolling and 
disenrolling and reenrolling…) for enrollment for people 

with IDD overcomes many data gaps (plus potential for 
linking to Medicare). We have more opportunity for states 

to report important demographic data.
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1. Data quality and completeness

Example:  

Nebraska is 
unusable 
for race in 
2016
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1. Data quality and completeness
Example:  

Nebraska is 
low concern 
in 2017
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1. Data quality and completeness

In our data, we had 25% missingness. State restriction would 
have us at less than 50%. After multiple imputation use zip code 
and other factors had it down to < 5%
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2. State differences

• Many concerns are the same discussed in #1.
• However, state differences are a major strength for IDD policy.
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2. State differences
There have been really good methods 
advancements recently, especially in HCBS
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2. State differences

Our paper looked at coverage by state
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2. State differences
Caveat: Often the straightforward approach will not work because of
quality issues: adaptation is necessary. For HCBS, need to combine multiple ways of 
identifying use to get full coverage

Wang et al.
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3. Enrollment eligibility and complexity 

• Churn is not as big of an issue
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3. Enrollment eligibility and complexity 

While employment inequity exists, Medicaid will capture 
IDD well
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Summary 
TMSIS Data have limitations but many of the more publicized 
limitations are of less concern for IDD because of:
• lack of churn
• high policy relevance
• Need for population research

The key is to ask the right questions for the strengths and 
limitations of the data
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Monday, September 21,  2026 

Washington, DC

Unlocking the Potential 
to Identify Individuals 

with I/DD Using 
Administrative Data

Leanne Candura, MPH
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Agenda

❖ Overview of APCD &            
Hospital Encounter Data

❖ Example Study

❖ Recommendations
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Overview of APCD & 
Hospital Encounter Data
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All Payer Claims Database (APCD)

▪ Large state databases of health care claims for Medicaid, Medicare, and 

Private Insurance.

▪ More than 20 states have APCDs and allow researchers access to data. 

▪ No single national APCD—state-by-state
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Hospital Encounter Data (HED)
▪ State datasets on encounters (visits) to hospitals. 

▪ States vary in who can get access to the data.

▪ HED are usually through state agencies, but some through hospital 

associations.

▪ States contribute their data to the Healthcare Cost and Utilization Project 

(HCUP). 
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Example Study: 
Maine Health Data 
Organization (MHDO) 
Administrative Data 
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Study Objective 
in Maine

▪ Identify people with IDD by linking 

APCD and HED. 

▪See characteristics of people with IDD 

in Maine.

▪Compare utilization of services for 

people with and without IDD.
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Whom and 
What We 
Studied 
in Maine

Population:

▪ Maine residents. 

APCD Coverage:

▪ 100% of Medicaid and Medicare and about 70% 

of private insurance. 

▪ Eligibility, medical, pharmacy, and dental claims.

Hospital Encounter Coverage:

▪ All insured and uninsured: about 60% of Maine’s 

population.

▪ Inpatient and outpatient records from hospitals, 

hospital-owned specialty groups, and primary 

care practices. 
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Study Design in Maine

1. Pulled together the data from APCD and HED for 2018-2022.

2. Created an identification code for all people.

3. Identified people with IDD from diagnoses. 

4. Identified people with IDD if they have claim or encounter with an IDD code. 

5. Created subgroups for ID, autism, pervasive DD, learning disabilities.

6. Created payer indicators for each person to capture all insurance types.
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IDD Status 
and Types

▪ We used diagnosis codes.

▪ 59,708 people identified based on the merged 

data.

▪ 46.1%: Autism, pervasive DD, Asperger’s, 

(27,531)

▪ 42.9%: Learning disability (with or without 

another DD), (25,603)

▪ 23.4%: ID (with or without another DD) 

(13,987)
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Top 10 
Diagnoses 
for IDD

Diagnosis Percent of Individuals

1. Autism 25.3%

2. Mixed Language 11.6%

3. Speech sounds 11.4%

4. Mild ID 11.3%

5. Other psychological development 9.0%

6. Specific DD motor 6.6%

7. Unspecified ID 6.1%

8. Expressive Language 6.1%

9. Moderate ID 6.1%

10. Other speech/language DD 3.4%
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▪ More males (59.8% with IDD vs 

48.2% overall)

▪ More children and young adults

▪ 63% were with Medicaid for all 

years (37,641)

▪ Of those with Medicaid, 19.7% 

were also on Medicare (7,429)

Demographic Differences
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Study 
Limitations

▪ IDD was identified only by 

diagnosis codes.

▪ Only includes individuals who used 

health care during 2018-2022 

(likely an undercount).

▪ In the future: Look for more people 

with IDD by using IDD service 

codes or list of people with home-

and community-based services.
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Conclusions

1. We need to identify people with IDD to see and address health inequities.

2. We can identify people with IDD population by using existing 

administrative data.

3. The data can show things about people with IDD, like:  

▪ Other diagnoses. 

▪ Patterns in what services are used.

▪ Cost of services.

4. The example of the Maine study can help prioritize work there and in other 

states.

5. In the future: We could link with disease registries and vital statistics to get 

an even better picture.
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Study Authors & Acknowledgements

HSRI

▪ Leanne Candura, Kristin Battis, 

and Alexandra Bonardi

▪ HSRI is a nonprofit institute 

providing research, evaluation, and 

data services to help create 

sustainable, person-driven 

systems.

MHDO

▪ Karynlee Harrington 

▪ MHDO is an independent state 

agency in Maine that collects 

health care data and makes it 

broadly available while protecting 

individual privacy.
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Recommendations
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5 Recommendations

1. Use a standard IDD case definition so findings can be compared across 

states and over time.

2. Look beyond diagnosis codes to find more people with IDD.

3. Invest in person-level linkage infrastructure. 

4. Compare utilization, chronic conditions, and cost for people with and 

without IDD.

5. Report findings back to state agencies and the IDD community.
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Thank you!

Leanne Candura, MPH

HSRI Vice President

Director, Population Health

lcandura@hsri.org
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